Introduction {#sec1-1}
============

Human rights provide a very important means of protection for people living with mental health problems.\[[@ref1]\] Globally, people with mental illness frequently encounter stigma, prejudice, and discrimination from every corner of the community. The situation can be much worse in case of woman.\[[@ref2]\] Furthermore, many obstacles to the realization of women\'s human rights in India are social, cultural in nature and deeply rooted in the traditions of its communities. Issues of female infanticide, rape, dowry harassment, discrimination, and denial of their basic rights continue to be grave issues in Indian society, and all of these carry immense implications for the mental health of women.\[[@ref3]\]

Women\'s rights are grounded first in the Universal Declaration of Human Rights (1948) and India is one among the countries those are signatory. India also ratified other international conventions specifically banning discriminations against women, such as the Convention on the Elimination of All Forms of Discrimination against Women\[[@ref4]\] and the Declaration on the Elimination of Violence against Women.\[[@ref5]\] In addition, at national level, India also has a Mental Health Act and the Persons with Disability (PWD) Act, which provide for treatment, protection against human rights abuses, and equal opportunities for the mentally ill. On the other hand, people with mental disorders around the world are exposed to a wide range of human rights violations in the areas of employment, health, education and housing. Many are denied basic human rights such as the right to vote, to marry and to have children.\[[@ref6]\] The Ministry of Health and Family Welfare estimates that 6-7% of India\'s population suffers from mental disorders and about 25% of people with mental illness are homeless.\[[@ref7]\] Another area of concern is in India, there is no reliable data on the number of women suffering from mental ailments. Community surveys, from the 1970s to the 1990s, have recorded a greater female morbidity.\[[@ref8]\]

Education has been recognized not only as a right in itself but also as a mechanism for the pursuit of other human rights. Literacy enables a person to think rationally, to be understanding, to be more responsible, demand for protection and to make own decisions. On the contrary, illiteracy is the mother of all issues as it gives birth to many other issues like poverty, unemployment and delay in help-seeking behavior. While the constitution of India provides free and compulsory primary education, actual delivery remains patchy. India has 35% of the world\'s total illiterates and has been ranked 105^th^ in the Global Monitoring Report (GMR), 2008.\[[@ref9]\] People with mental illness experience a lot of stigma and discrimination and those with illiteracy and mental illness are double discriminated.\[[@ref10]\] Mental illness and illiteracy can contribute toward staggering economic and social costs. In developing countries, up to 90% of people with psychiatric disabilities live with their families.\[[@ref11]\] The extent of family support for people with psychiatric disabilities has often been cited as a major factor in the rehabilitation process\[[@ref12][@ref13]\] and family environment serves as a protective factor in recovery of people with mental illness.

Currently, research that examined human rights violations among illiterate women with mental illness is limited from India. Thus, the present study was aimed to investigate the role of education in meeting the human rights needs of women with mental illness at family and community level. The present study defines illiteracy as the inability to identify, understand, interpret, and communicate and we define human rights violations as abuse to right to life, liberty, freedom, education, health and so forth.

Materials and Methods {#sec1-2}
=====================

Design and setting {#sec2-1}
------------------

This was a descriptive study carried out from August to November 2010 among recovered women with mental illness at a tertiary care center.

Study participants were selected through a random sampling method of the database of patients attending the outpatient department of a psychiatric hospital. All these patients had already been seen in detail by a junior resident, senior resident, and consultant. They also had a detailed medical chart of their history, diagnosis, treatment, and outcome on each follow-up. Those who met the inclusion criteria were interviewed. The study criteria were recovered women with mental illness with a diagnosis of either schizophrenic or mood disorders in the past, based on the criteria of the ICD-10. In the present study, recovered patients meant a score of 1 (very much improved) or 2 (much improved) on the Clinical Global Impression---Improvement scale. The study sample comprised 100 recovered women with mental illness and covered an age span of 18--60 years. We excluded symptomatic and cognitively impaired patients. Hence, recovered women with mental illness, those who are symptom free, may be the true representative of the target population because in the absence of mental illness, they can ascertain and defend their rights.

Measurement tools {#sec2-2}
-----------------

### Clinical global impression-improvement scale {#sec3-1}

This was a standardized assessment tool used to rate the severity of illness, change over time, and efficacy of medication, taking into account the patient\'s clinical condition and the severity of side effects. The CGI-I is rated on a seven-point scale, with the severity of illness scale using a range of responses from 1 (normal) to 7 (among the most severely ill patients).\[[@ref14]\]

### Socio-demographic schedule {#sec3-2}

The socio-demographic details taken were age, gender, educational status, marital status, employment, residence, religion, monthly income, type of family, diagnosis and duration of illness (in months).

### Needs assessment questionnaire {#sec3-3}

This questionnaire comprises two sections. Section A was developed by the researchers, based on the UDHR\[[@ref15]\] and a review of the literature, to assess the human right needs in the family domain. This tool has 58 items under five dimensions: Physical, emotional, religious, social, and ethical needs. This is a four-point (ordinal) scale, rated 0 (never) to 3 (always). There is no right or wrong answers.

The items in the physical needs dimension (18 items) focus mainly on article 25 in the UDHR to assess the right to a decent life, including adequate food, clothing, housing and medical care services (e.g, availability of light, electricity, safe drinking water, food common for family members, etc.).

The items in the emotional needs dimension (18 items) were based on article 5 (no one shall be subjected to torture or to cruel, inhuman or degrading treatment or punishment) and article 12 (no one shall be subjected to arbitrary interference with his privacy, family, home or correspondence, nor to attacks upon his honor and reputation) of the UDHR to evaluate emotional needs (e.g. family environment helps to maintain dignity, commenting on physical appearance, privacy in terms of opening mails, monitoring phone calls, etc).

The items in the religious needs dimension (four items) assess the religious rights of the participants based on article 18 (everyone has the right to freedom of thought, conscience and religion) of the UDHR (e.g. forcing to practice other religious and witchcraft/black magic activities, etc).

The items in the social needs dimension (eight items) were based on article 13 (everyone has the right to freedom of movement) and article 20 (everyone has the right to freedom of peaceful assembly and association) of the UDHR to measure social and economic rights (e.g. allowing the participants to go out of the home, keeping them from going to a job/school by their family members, allowing them to handle money, etc).

The items of the ethical needs dimension (10 items) were based on articles 1, 2, 3, 16, 17 and 26 of the UDHR to assess the right to equality in dignity, right to live in freedom and safety, right to marry, right to own property and right to education.

In section B, the researchers used a modified version of *Taking the Human Rights Temperature of your Community* developed by World Health Organization\[[@ref16]\] to assess human rights needs of people with mental illness in the community domain. This scale contains 25 items with a five-point scale, rated 0 (don't know) to 4 (always). The above-mentioned instruments were formulated in the English language and administered in the format of face-to-face interview.

This tool was modified to suit to the Indian context (related to mental illness), without losing the essence of questions. For example, "My community is a place where residents are safe and secure" was modified to "My community is a place where mentally ill patients are safe and secure." Items 12, 17, 18, 21 and 22 were completely changed as suggested by the experts. According to the Indian constitution and international covenants (international covenant on economic, social and cultural rights and international covenant on civil and political rights), right to vote, right to continuing education and right not to be discriminated against are given more importance, and exploring these issues were more relevant to the present study.

### Validity and reliability of the tools {#sec3-4}

The needs assessment questionnaire was validated by eleven experts from various fields such as nursing, psychiatry, psychiatric social work, psychology, human rights and statistics. The final questionnaire was modified according to the experts' suggestions. The scale\'s reliability assessment was done by using the test--retest method. The researchers administered the tool on 10 recovered psychiatric patients at the follow-up outpatient department over a two-week period and found that the study was feasible. Any modifications deemed necessary were made. The reliability coefficient for the structured questionnaire was 0.96.

Data were collected by the primary author through face-to-face interview, in a private room at the treatment facilities where the participants were recruited. It took approximately 45 minutes to complete the structured questionnaire. The researchers educated the family members in groups regarding the rights of persons with mental illness.

### Ethical consideration {#sec3-5}

Permission was obtained by the concerned hospital authorities. The study protocol was approved by review committee. Written consent was obtained from the participants and they were given freedom to quit the study. Participants' confidentiality was respected.

Statistical analysis {#sec2-3}
--------------------

Responses of the negatively worded items were reversed before data analysis. The data were analyzed using appropriate statistics and the results were presented in narratives and tables. Descriptive (frequency and percentage) statistics were used to interpret the data.

Results {#sec1-3}
=======

The sample comprised of women (*N* = 100) recovered from mental illness, of whom 58% were illiterates. The mean age for the illiterate woman was 36.13 ± 9.79 years (M ± SD) and that of literate participants was 33.33 ± 1.02 years (M ± SD). Similarly, majority were married, homemakers and Hindus (86.2% and 88.1%). More number of illiterate women (56.9%) belonged to below poverty line group (monthly income Rs/- 1700) compared to 31% of literate women ((χ^2^ = 6.601, *P* \< 0.010). However, majority of them from both groups were diagnosed having mood disorders (53.4% and 61.9%) \[[Table 1](#T1){ref-type="table"}\].

###### 

Socio demographic characteristics of the study population
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[Table 2](#T2){ref-type="table"} represents participants responses related to their satisfaction in meeting human right needs in physical, emotional, religious, social, economic, and ethical needs dimensions at family level. Concerning physical needs, almost all the literate women (97.6%) than illiterates (82.7%) were accessible to "safe drinking water" (χ^2^ = 7.447, *P* \< 0.05). Similarly, 95.2% of literates compared to 74.2% of the illiterate women were "served food in the same utensils/plates" (χ^2^ = 10.866, *P* \< 0.01). With regard to emotional needs, nearly half of the illiterate women felt that their "feelings were not acceptable by the family members" (χ^2^ = 9.702, *P* \< 0.021). Interestingly, majority of literates (57.2%) than illiterate women (43.1%) were "afraid of family members" (χ^2^ = 13.266, *P* \< 0.004). More number (71.4%) of literate women than illiterates (48.3%) felt that they were "never/rarely" involved in "making decisions regarding family matters" (χ^2^ = 21.133, *P* \< 0.00). Three fourths of illiterate women expressed that they were "called with filthy nick names" (χ^2^ = 8.334, *P* \< 0.040). More number of illiterate women (43.1%) than literates agreed that their "family members were not friendly with them" (χ^2^ = 12.594, *P* \< 0.006). Likewise, 74.2% of illiterate women than 50% of literates stated that they had "not gone out along with their family members" (χ^2^ = 8.222, *P* \< 0.042). In contrast, majority of literate women (61.9%) opined that they were never "encouraged to go for shopping/movies etc" than illiterate women (χ^2^ = 7.672, *P* \< 0.053). With related to religious needs, more number of literates (73.8%) than illiterate women were "allowed to go to Temple, Church, Mosque etc" (χ^2^ = 9.459, *P* \< 0.024). In the ethical need dimension, nearly half of the illiterate women approved that they didn't have "freedom to perform house hold activities" than literate women (χ^2^ = 11.202, *P* \< 0.011). Although, statistical association was found, majority of literate (69%) and illiterate women (65.5%) felt that they were never "allowed to keep their personal documents with them" (χ^2^ = 8.150, *P* \< 0.043). More number of literates (88.1%) than illiterate women (72.4%) accepted that they were "discriminated by the community members because of mental illness" (χ^2^ = 9.823, *P* \< 0.044). In contrast, more number of illiterate women agreed that "wondering homeless people with mental illness were there in the community" (χ^2^ = 12.646, *P* \< 0.013).

###### 

Participants' responses to Needs assessment questionnaire
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Discussion {#sec1-4}
==========

To our knowledge, this was the first innovative study carried out among recovered women with mental illness from India to examine the role of education in meeting human rights needs at family and community levels. Previous studies investigated symptomatic psychiatric patients to assess their views in meeting the basic needs.\[[@ref17][@ref18][@ref19][@ref20]\] Hence, the responses from the acutely ill psychiatric patients were questionable. Further,\[[@ref21]\] the asymptomatic patients' expectations from others were explored, but it was only in a psychological dimension. The present study was unique in nature as the participants were recovered from mental illness and they were well aware of diagnosis and were able to comprehend the questions asked by the researchers related to the study. Further, we assessed comprehensively about the human right needs in physical, emotional, socioeconomic and ethical needs at family level.

In the present study, the number of literate women (48%) is slightly lower than women with illiteracy (52%). This indicates female literacy rate is 54.28%, which is less compared to male literacy rate (75.96%) in India. Unlike the previous research that described that limited literacy was an added barrier to accessing and using mental health services effectively,\[[@ref22][@ref23][@ref24]\] the present study showed effective mental health service utilization among women without education.

According to International Convention on Economic, Social and Cultural Rights (ICESCR, 2002), the human right to water is indispensable for leading a life in human dignity. It is a prerequisite for the realization of other human rights (Article I.1). Further, the right to water was defined as the right of everyone to have sufficient, safe, acceptable and physically accessible and affordable water for personal and domestic uses.\[[@ref25]\] Yet, billions of people throughout the world still do not enjoy these fundamental rights.\[[@ref26]\] Studies indicate that people without education usually give more attention to quantity of water than quality of water.\[[@ref27]\] The present study also supports this argument, as a more number of literate women were accessible to safe drinking water. Similarly, 95.2% of literates compared to 74.2% of the illiterate women were "served food in the same utensils/plates" (χ^2^ = 10.866, *P* \< 0.01). These findings could be due to the misconceptions among the family members that mental illness is contagious. Hence, it is crucial for all the mental health professionals to educate the family members about cause and nature of mental illness.

In the current study, literate women were afraid of family members (57.2%) and were not involved in making decisions regarding family matters (71.4%). Further three fourths of illiterate women expressed that they were "called with filthy nick names" (χ^2^ = 8.334, *P* \< 0.040). These findings were similar to a recent survey\[[@ref28]\] conducted in Andhra Pradesh to observe human rights of people with disabilities (includes mental illness). The above-mentioned findings indicate that the right to live with dignity violated by the family members could be because of their negative attitudes toward the people with mental illness. Stigma is painful and humiliating and worsens the lives of people with mental illness. In other words, stigma can be highlighted by commenting typical disgusting words like "loony," "psycho," or "crazy," though they may seem harmless but can be spiteful\[[@ref21][@ref29]\] provided evidence that people with mental illness wanted to be treated in the same way as the other people are, namely with respect, good manners, and kindly. They also longed for empathy and a positive attitude toward them. The present study also support the previous research which highlighted the deficits in emotional support for people with chronic mental illness.\[[@ref30][@ref31]\]

Evidence from the World Health Organization suggests that nearly half of the world\'s population were affected by mental illness with an impact on their self-esteem, relationships and ability to function in everyday life.\[[@ref32]\] Similarly, in the current study, more number of illiterate women than literates agreed that their "family members were not friendly with them" (χ^2^ = 12.594, *P* \< 0.006) and "not gone out along with their family members" (χ^2^ = 8.222, *P* \< 0.042). Further, 73.8% of literates than illiterate women were "allowed to go to Temple, Church, Mosque etc" (χ^2^ = 9.459, *P* \< 0.024). Usually, it was a general belief that people with mental illness are violent toward others. In fact, people with mental illness are victims of violence, stigma and discrimination. It is frustrating to notice active deprivation of economic and social rights by the family members as illiterate women with mental illness didn't have "freedom to perform house hold activities" (χ^2^ = 11.202, *P* \< 0.011) and never "allowed to keep their personal documents with them" (χ^2^ = 8.150, *P* \< 0.043). The importance of social support for people with mental illness has been emphasized in recent years. This has resulted from studies showing that family and professional support plays an important role in preventing re-hospitalization and to improve quality of life of patients with major psychiatric disorders.\[[@ref33]\] Mental health professionals should take active initiation in educating the families regarding the importance of providing an environment that respects and protects basic civil, political, economic, social, and cultural rights of the people with mental illness.

The stigma against mental illness is an issue of human rights. The stigma associated with mental illness is the greatest obstacle in facing the mental health community in India. A stigma is the cultural attitude or system of negative beliefs that motivate the public to fear, reject, and discriminate against people with mental illnesses. It hinders people with mental illness from obtaining the simplest human rights, prevents them from living with dignity, and forces them live in darkness, unaware about their own illness.\[[@ref34]\] Likewise, in the present study, 88.1% of literate than illiterate women (72.4%) accepted that they were "discriminated by the community members because of mental illness" (χ^2^ = 9.823, *P* \< 0.044). These findings support previous studies.\[[@ref35][@ref36][@ref37][@ref38]\] Most importantly, more number of illiterate women agreed that "wondering homeless people with mental illness were there in the community" (χ^2^ = 12.646, *P* \< 0.013). According to the Indian Council of Medical Research (ICMR), there are over 70 million people with some form of mental illness in the country and about a quarter of them are homeless. Homelessness is a crucial issue for women especially for those suffering from mental illness. A study conducted in Delhi found that approximately 2500 women with mental illness were virtually on the street. If it extrapolates for the whole nation, the country will have nearly 150,000 mentally ill destitute women.\[[@ref2]\] A homeless woman with mental illness is extremely vulnerable for sexual abuse and needs urgent support and care from both Government and non-government organizations. The misconceptions about mental illness and discrimination of women with mental illness can affect all aspects of their lives, denying their civil, political, economic, social, and cultural rights and impact negatively on their access to care and integration into society.

Limitations {#sec2-4}
-----------

The study was restricted to women psychiatric patients at outpatient department and smaller sample size made difficult to generalize the findings. Therefore, further research should focus on larger sample size and qualitative approach including family members, and exploratory studies may be helpful for in-depth understanding of human rights issues among these disadvantaged populations.

Conclusion {#sec1-5}
==========

The findings of the present study clearly illustrated human rights violations exist irrespective of educational status among women with mental illness in meeting the basic needs at family and community levels. Women with education were satisfied to a certain extent in meeting their physical needs than illiterate women with mental illness. Literate women were more dissatisfied than those without education in the emotional needs domain. On the contrary, women without education were deprived of physical, emotional, religious, and ethical needs dimensions. Therefore, it is crucial to improve literacy of women and there is an urgent need to strengthen the legal framework to protect the rights of the women with mental illness.
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